This exploratory study compared the information needs and understanding of 25 5-10-year olds with epilepsy with those of 10 children with asthma and 10 with diabetes (of the same age range). The children were interviewed whilst attending specialist clinics by the first author and were unaware of her professional status. All the children had access to specialist nurses and their families had received literature about their condition.
INTRODUCTION
In comparison with children with either diabetes or asthma, those with epilepsy are reported as experiencing more psychosocial problems [1] [2] [3] [4] [5] . These include feelings of being less happy, less valuable and less successful than others. They are also said to be more likely to be teased, feel isolated and find it difficult to integrate into school and community life 6, 7 . Why such differences exist is not clear. Much of the literature alludes to the mystique that surrounds epilepsy and this may have a negative effect on the child's ability to cope 8, 9 . The differences may also reflect the different physical aspects of the conditions. We postulated that the difference between how children cope with their particular condition could be related to the nature of the presentation and understanding of the information that they had received.
With asthma and diabetes, specialist clinics with the support of specialist nurses have been established for some years. These focus on helping families and the child to understand, manage and adapt to the illness. It has only been in the last 6 years that the need for specialist epilepsy nurses has become apparent 7, 10 , but there are still very few clinics run solely for children with epilepsy. As part of a process to assess the facilities available to children with epilepsy within a hospital paediatric neurology clinic, we interviewed a convenience sample of parents and children with epilepsy attending over a 3-month period and observations of the consultations revealed that most of the discussion was with parents 12 and a significant number of children expressed a need for more information. This is in keeping with a previous study done in an adult neurology clinic 11 .
Few families we questioned had obtained or could recall information material (pamphlets, books or videos). A study of available literature indicated that most was aimed at older children and adults. The few available for younger children used questionable analogies to explain the condition. We decided to undertake an exploratory exercise using a postal questionnaire to find out which materials 15 specialist epilepsy nurses found most useful. The questionnaire gave a list of the available literature, which included 10 books and five videos (written for children) and asked firstly if they had heard of the literature and then if they could rate them from excellent down to poor. Little consensus was found between the nurses and there was a strong impression that the information available for children was sparse and rather poor. In a separate study, consultant paediatric neurologists were questioned about how they disclosed the diagnosis of epilepsy and the content of the information. There was a consensus on the content, i.e. the information they felt parents and children needed, the difficulty of explaining to children and the lack of supportive material provided. In contrast, there was much disagreement on the use of analogies.
Thus the purpose of this study was to investigate what children between 5 and 10 years of age with epilepsy, asthma or diabetes knew about their condition, where they had obtained this information and how they felt the condition affected their lives.
MATERIALS AND METHODS

Participants
Convenience sampling was used. All the children were attending specialist clinics in a hospital. The children with epilepsy were attending a general neurology clinic led by a consultant neurologist or a clinic in a district general hospital run by a general paediatrician with a special interest in epilepsy. Both clinics had the support of a specialist epilepsy nurse. The children with asthma or diabetes were looked after by a general paediatrician in a specialist clinic with the support of a specialist nurse. At the end of the consultation, parents and children within the age range were asked if they would mind spending a few minutes answering some questions about why they came to the clinic. Only two of the families declined to be interviewed.
There were three groups of children interviewed:
(i) A group with epilepsy. Twenty-two children were interviewed; 13 were between 5 and 10 years old and nine were older, but had learning difficulties and were estimated to be functioning at the 5-10-year development level. There were 13 boys and nine girls. Seven of the children had generalized tonic-clonic seizures, six had absence seizures, five had complex partial seizures, two had frontal lobe seizures, one benign Rolandic and one photosensitive seizures. Ten of the children were taking sodium valproate, six carbamazepine, four lamotrigine, two gabapentin, one ethosuximide and one topiramate. Three of the children were on two antiepileptic drugs.
(ii) A group with asthma. Ten children, five boys and five girls, aged between 5 and 10 years were interviewed. They were all on prophylactic inhaled treatment.
(iii) A group with diabetes. Ten children, five boys and five girls, aged between 5 and 10 years were interviewed. They all had insulin-dependent diabetes.
Procedure
The interviewer introduced herself by her first name and the children were not aware of her professional status. Following verbal consent by the parents and children, the children were asked if they preferred to speak to the interviewer alone. Parents were present for 34 (81%) of the interviews, but were encouraged to remain silent. A conversational style was maintained throughout the interviews. Tape recording or note taking was not used as it was felt this would be distracting and too formal. Instead, the questions and their order were memorized and piloting revealed the information gained could be accurately recorded immediately after the interview. The interviews took between 10 and 15 min. No child refused to answer the questions or wished to discontinue the interview.
The questions asked covered five areas. The first two, asked to all 42 children, centred on their knowledge of their condition and the psychological effects it had on them. Three more groups of questions were asked of the children with epilepsy: about their medication, specific restrictions to activities, and where they got their information. They were also asked if they had any questions they would like to ask the doctor when they next came to clinic.
Three children with epilepsy were interviewed by specialist nurses and they found the procedure to be straightforward and the recorded interviews did not appear to differ from those of the first author who carried out all the other interviews.
RESULTS
Knowledge of condition
When asked why they came to see the doctor, all the children with asthma or diabetes mentioned the condition by name. Seventeen (77%) of the children with epilepsy used the word epilepsy. No characteristic was apparent for those who did not: two were girls and three were boys; two were age 7 and 10 years and the other three were older and had learning difficulties.
They were then asked to explain to the interviewer what the word they had used meant. All the children with asthma gave an adequate explanation, e.g. mentioned 'tubes' in their chest that became tight or swollen and that this was caused by dust or a 'cold'. Seven spontaneously mentioned the treatment that they were on. The children with diabetes all explained that they had to take insulin by injection because their body had stopped making it and two mentioned that their pancreas normally makes insulin.
Five of the 17 children who said they had epilepsy (three boys and two girls) could offer no explanation as to what that meant. Again, no common characteristic was apparent: one had learning difficulties and the other four were between 9 and 10 years of age. The remaining 10 described epilepsy as having 'fits' (five children), 'seizures' (two children), 'funny do/stare/trances' (three children). One child described what a seizure looked like and another stated 'it is something people die from'. In response to the question why they thought they had seizures (or fits, trances, etc. using their word), 18 said they did not know. One child, whose sister and uncle had epilepsy, explained that he had epilepsy because it was 'in the family'. One child said his grandmother had explained that his 'mind goes elsewhere'. Two of the children used analogies 'the electricity comes together in my head and explodes' and 'cos my brain is flat'.
Psychosocial effects
All of the children with asthma or diabetes said they had told their friends about it. In contrast only four with epilepsy had. Two of these had a relative with epilepsy, one had a best friend with epilepsy and the other emphasized she had a close friend that she could talk to. Again, there was no apparent characteristic pattern for those with epilepsy who disclosed their diagnosis. For example, four of the children who did not disclose their diagnosis had a relative with epilepsy, five knew another child with epilepsy at school or as a friend, but did not talk about it. The most common reasons given for why they did not tell others were that they thought other children would laugh at them, say they were stupid or change their behaviour towards them. One parent stated that they had moved house because of bullying related to their son having epilepsy. Another parent described how her child became distressed after watching a TV programme in which a girl with epilepsy lost all her friends when they saw her have a seizure. After this their child decided not to tell others at school.
Medication
The children were asked what the doctor did about their seizures and 13 stated that they took tablets to stop them. The others all stated they did not know, though they all took medication. When asked if they knew how their tablets worked, 10 said they did not know, nine talked about the taste, size, shape and colour of their tablets and three said they stopped them having seizures.
Effects on lifestyle
Only one of the children appeared to feel restricted. He had had a seizure when crossing the road and consequently was not allowed to go out on his own or ride a bicycle. He did, however, go swimming with supervision.
Source of information about epilepsy
The children were asked who had spoken to them about epilepsy. Thirteen said they did not know or could not remember. Nine of the children said that they had spoken to the specialist epilepsy nurse, yet all except one child had met an epilepsy specialist nurse at some stage. Four of the children said their mother had told them about epilepsy and two said that a doctor had told them.
Outstanding questions
Only three of the children with epilepsy felt that they had no questions to ask. Six of the children asked 'why does it happen?' and four wanted to know 'why me?'. Four others wanted to know if it would 'go away'. Two asked, 'am I the only person with epilepsy?'. One girl complained that 'the doctor always talks to my mum' and 'I don't like coming here because they don't tell me enough about epilepsy'. A boy stated that the doctors 'haven't said enough' about epilepsy.
Overall, the age, gender, type and frequency of seizures and the type of medication that the children were on appeared to have no bearing on the answers they gave during the interview.
DISCUSSION
All the children in this study had attended specialist clinics for their particular condition, had access to specialist nurses and their families had received literature about their condition. Similar to the recent studies 1, 3 , those with asthma or diabetes appeared to understand their condition better than those with epilepsy. The children with asthma or diabetes were able to name their condition, give an explanation of the name, explain the cause and describe its management. In contrast, the children with epilepsy were less likely to name the condition, did not have a way to explain it and had little understanding of why they took medication and how it worked. Furthermore, as in other studies, the children with epilepsy have a lot of unanswered questions 11, [13] [14] [15] and appeared unable to recall sources of information such as books or videos. Thus, despite the increase in supportive services, the children with epilepsy in this study still appeared to have comparatively little knowledge about their condition and unmet information needs.
As in a previous study 16 , some of the children with epilepsy indicated that they felt excluded from discussions with doctors and had not been told enough. Perhaps the professionals concerned thought that the parents would transmit the information to their child. It appears that this was either not happening or was not very successful. Following the interview, many of the parents expressed surprise at their child's needs and requested further input from the specialist nurse or more information material. It might be that some parents try to protect their child and so avoid discussions. However, whilst other studies have cited parental overprotectiveness 2, 6 it was not apparent in this study, albeit in respect of restrictions to everyday activities.
The results also highlighted the reluctance to tell friends and possible feelings of isolation often reported for children with epilepsy 2, 5, 6, 8 . The predominant picture of those with epilepsy was concern and worry about others finding out. It was striking that the children with epilepsy already appeared to be aware of the stigma surrounding the condition. In contrast, all the children with asthma or diabetes had told their friends and did not appear to feel stigmatized.
On reflection, the striking difference in knowledge between the children with epilepsy and those with either asthma or diabetes may be related to the ease with which the condition can be explained. Asthma is explained by showing children pictures of normal airways and the tight, inflamed airways of those with asthma. Diabetes is explained by talking about how the diabetic child's pancreas had stopped making insulin and that this is needed to control the body's sugar. Epilepsy is more difficult to explain and hence the literature resorts to analogies. However, if a simple biological model was used to explain epilepsy, the children with epilepsy might then improve their knowledge and feel more able to explain the condition to others. Future studies are needed to evaluate this.
